424 Teenagers and cystic fibrosis. What do they expect from the nursing staff?  by unknown
Journal of Cystic Fibrosis 4 (2005) S108 Sl18 S l13  
421" 
A global education plan for Belgian CF patients 
K. De  Rijcke, A. Stroobants 
Belgian Cystic Fibrosis Association 
Three questionnaires, ent out to all Belgian CF patients, families and health 
professionals, clearly show the need for more and better l i felong therapeutic 
education. To answer this need, our association set up an "all inclusive" education 
plan. 
Methods:  Together with the CF centres, the medical and all ied health platforms and 
the CF patients and their families, we set up an education plan in 4 steps: 
1. Def ine the needs of the CF patients, families and health professionals 
2. Gather and analyse all existing educational material 
3. Def ine which needs still have to be answered 
4. Develop new materials to f i l l  the gap. 
Results: First needs were information on daily life, education about CF in schools 
and age appropriate information for children. We developed a comprehensive range 
of educational material to be used in CF clinics, schools mad at home: brochures, 
newsletters, children's books, video, power point presentations, multimedia, demo 
boxes,... 
Our educational material for kindergarten, primary mad secondary school gives the 
teacher mad students a better understanding of CF. Social integration is rims 
stimulated and mobbing and exclusion prevented. But it also helps children with CF 
to speak more openly about their disease mad to better cope with CF at school mad 
in their daily life. 
Conclusion: With our "all inclusive" educational p an, we can give an answer to the 
real needs of the CF patients, their famil ies and the health professionals. 
Discussion: At a national meeting with all CF clinics, it was decided to work 
towards "a master plan for therapeutic education" for each individual CF patient and 
family, def ining who needs which education when and who can provide this 
education and how. 
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Remodeling the treatment alliance between families and the team: 
Resolving the tension between quality of life and quality of care 
C. Deitcher, S. Knrz, S. Ar moni, D. Shoseyov, E. Kerem 
Hadassal~ University Hospital, Mount Scopus, Jerusalem, Israel 
The longer survival in CF is contingent on adherence to rigorous treatment 
protceols that often affect the quality of life. To maximize adherence, the managing 
physician is otten placed in the position of balancing the quality of l ife versus 
quality of care. The chal lenge is to build a therapeutic all iance between famil ies mad 
the CF team that foster patient and parental autonomy by providing the family with 
greater input regarding medical decision making. 
Semi structured meetings comprising parents and CF team members were held. The 
major topic was the tension between quality of l ife versus quality of care. Di lemmas 
faced by the team and famil ies were raised. Expectations and assumptions were 
shared, and both sides emphasized the need for ongoing open communication. With 
regard to medical decision making, parents preferred to have the physician present 
the optimal treatment plan even i f  implementation created greater inconveniences or 
even hardships. They requested clear guidelines and recommendations from the CF 
team regarding treatment, mad the parents would assume responsibility for resolving 
quality of care versus quality of l ife ismes. As a result of these meetings, we  have 
re modeled the therapeutic all iance between staff and parents that is based on 
forthright, non~udgment al, mad empathetic communication. 
The CF team's function is to present reatment options and explain the trade offs 
between optimal care and life style considerations. Parents wi l l  then make the 
decision as to which options to choose. It is expected that increased family 
autonomy and empower ment resulting from this type of treatment all iance wil l lead 
to greater adherence and compliance with ult imate improvement in the quality of 
care. 
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Self-image of children with CF: related to perceived adherence? 
A. Stroobants 1,D. Huse 9, M. Theunis s,A. Saey 4, J. Dejonckheere > 
~Belgian CF Association, 2Reha Zeepreventorium De Haar~ sCF Centre UZ Ghent, 
4CF Centre Sint-Vmeentius Antwerp, SVUB In collaboration with CF centres AZ- 
VUB arm UZA 
Sel l ' image is as stated ha literature an important concept ha cbr onic illness. 
A ims:  To study sel l ' image ha a group of children with CF, to compare these results 
with published scores from a norm population and to look at the relation with 
perceived adherence. 
Methods:  Sel l ' image was measured by the 'Self Perception Profile for Children' 
(Harter, 1985a), adherence by a sell'report questionnaire on 7 dimensions. 44  
children participated (age 7 17y; mean age 10,2y), (23 female, 21 male). The 
questionnaires were administered athome, always the same researcher. 
ResuRs: For the children with CF included in the study, statistical naly sis uncovers 
significant differences 0P<0.01) from norms in the Harter subscales Social 
Acceptance (SA) and Global Self Worth (SW). The remits also show a significant 
positive correlation at the 0.01 level between the Harter subscales SA, Athletic 
Competence (AC) and the perceived total adherence score (mean score on the 7 
dimensions). 
Discussion: The higher scores on the subscales SA and SW in the current study 
raises the question if  we  can state that children with CF are more aware of the 
existing social expectations and are more self aware. The l ink between the 
perceived adherence and SA mad AC leads us to the discussion i f  the Harter can be 
useful as an indicator of adherence behaviour. Nevertheless, i f  we are able in our 
cl inical practice to enhance adherence by stimulating the social skills and sportive 
abilities, the feel ing of overall wel l  being of the chi ld may be improving. 
However, when interpreting these results we have to take into account the 
disadvantages of a sell'report questionnaire and the limitations of a relative small 
patient sample. 
424 
Teenagers and cystic fibrosis. What do they expect from the nursing 
staff? 
A. Perrin 1, P. Cmloui 1, C. Marino 1, C. Foucaud 1, B. Thouvenin 1,C. Kouhaiz 1, K. Fella 1, 
I. Sermet Gandelus 1,G Lenoir 1 
CRCM H3pitaI Necker; Paris, France 
The stage of adolescence is characterized by a developing autonomy, personal 
identity, and questioning about future. Most paediatric teams do not take into 
account hese issues. The aim of the study was to be aware of the questions of the 
teenagers in order to assist them ha transition to adult care. 
Methods.  Twenty adolescents with CF, 14 to 18 years old, completed a 
questiommire about heir daily life, school, leisure, their knowledge on CF disease, 
their feel ing about reatment ( ime spent, efficacy), and their expectations from the 
nursing staff'. 
Results. Twelve adolescents lacked of basic notions on CF disease and reported that 
they did not k imw the reason for their treatment. Ten patients wanted to have more 
information about heir disease and new therapeutics. Al l  the patients were satisfied 
about the receiptiveness of the nursing staff', but asked for greater bedrooms, 
increased leisure during hospitalisation. 52% lacked information about f inancial 
aids and feared how they would manage their health and their dai ly l ife issues at 
adulthood. A l l  the boys had questions about sexuality and sterility. Al l  the girls had 
questions about contraception and pregnancy. 
Conclusion. These results emphasize that the teenagers often lack of basic 
knowledge on their disease mad also have questions on their future medical 
conditions. The paediatric services must consider these issues before transition to 
adult care. 
